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Some patients do not benefit from participation in patient education due to reasons related to disease burden, literacy, and socioeconomic
challenges. In this communication, we address more specifically both the challenges that these hardly reached patients face in
relation to patient education programs and the challenges educators face when conducting patient education with hardly reached
patients. We define principles for the format and content of dialogue tools to better support this patient group within the population

of individuals with diabetes.
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INTRODUCTION

For people with chronic diseases, patient education is
critical to developing successful health behavior changes.!"
However, some people are “hardly reached” by patient
education programs: Those with lower educational and
income levels who experience severe co-morbidity or
disabilities, few resources, low health literacy, weak social
networks, or sociocultural problems.>” They may not
be offered participation, fail to attend, or attend without
gaining the benefit."! Consequently, special attention must
be paid to both the recruitment process and program
format and content. This report focuses on the challenges,
wishes, and needs of hardly reached people with diabetes
for patient education program format and content.
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METHODS

The results presented here were obtained through
in-depth interviews and workshops with nine patients
with diabetes (PWD) who were characterized as hardly
reached by educators and five workshops with more than
20 educators engaged in patient education. The results are
part of alarger study with the purpose of developing and
testing dialogue tools targeting hardly reached patients
with chronic diseases and establishing a competence
development concept for educators engaged in patient
education. The study was performed using design thinking
methodology."!

During interviews and workshops with PWDs, their
challenges, wishes, and needs in terms of patient
education pedagogical approaches and formats were
explored. Three of five workshops with educators
primarily focused on the characteristics and needs of
hardly reached patients from the educators’ perspectives.
One workshop more specifically investigated educators’
challenges in relation to hardly reached patients and
1 2-day workshop encompassed exploration of design
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principles and ideation for development of dialogue tools
targeting hardly reached patients.

All interviews and workshops were observed and
video-recorded. Data collection was highly user-focused,
promoted by the use of “probes” to actively engage
participants and explore their preferences for different
kinds of dialog tools representing various learning styles.
Data collection, analysis, and synthesis were framed by the
“The Balancing Person” and “Health Education Juggler”
models.["¥

RESuULTS

To some extent, the challenges of hardly reached patients
with respect to patient education fit the categories of
The Balancing Person model: Lowered bar related to
practical limitations imposed by living with chronic
illness, changeable moods related to emotional changes,
bodily infirmities related to negative physical changes, and
challenging relations related to social changes arising from
the limitations of chronic illness. However, this patient
group also dealt with challenges that seemed to go beyond
diabetes and other chronic diseases and might instead
relate more generally to childhood and living conditions.
These additional challenges constitute preconditions,
which can limit participation in and obtaining a benefit

Table 1: Preconditions and behaviour characteristics
related to hardly reached patients with chronic diseases

Limiting preconditions Behaviour that can be
for participation in patient challenging in relation to
education patient education

Seeing limitations rather than Resistance to change
opportunities Lacking drive or capacity
Wishing not to be present Postponing duties

(at the session) Fluctuating engagement
Missing recognition Unrealistic perception of own
Lacking or having excessive situation

structuring Unrealistic ideas and goals
Unsystematic thinking Reluctant/quiet/shy
Either/or mindset Refrains from asking for help
Difficulty reading and writing Is passive, does not contribute to
Difficulty verbalizing needs/ the group

experiences Hyperactive

Lower level of abstraction Very talkative

Lower level of reflection Does not respect limits
Learning disabilities Gets easily distracted
Memory problems Difficulty keeping focus and

Hypersensitivity concentration
Lower self-confidence and Difficulty understanding messages
self-esteem Limited or no use of personal
Dependence on others computer
High degree of self-centeredness  Excessive sensitivity to sensory
input
Does not listen
May appear selfish

from typical patient education programs [Table 1]. In
addition, preconditions were linked to certain behavioral
characteristics that educators often find difficult to
handle [Table 1].

These data formed the basis for further work in
developing the format and content of dialog tools
targeting hardly reached patients with chronic diseases
in patient education. A 2-day workshop comprised
exploration of design principles and ideation for
prototype development. Following the workshop, the
data were analyzed and synthesized into design principles
and themes for dialog tools to use with hardly reached
patients [Table 2].

The challenges for educators in relation to hardly reached
patients were explored, analyzed and synthesized using the
Health Education Juggler model as a framework [Table 3].
The recommended focus for competence development
of educators in terms of the roles in the model also
appears in Table 3. Based on the design principles, the
challenges of the educators and prototype testing, a toolkit
of ten dialogue tools and a guide for educators were
developed. Furthermore, the health education concepts

Table 2: Design principles and themes for dialogue
tools to use with hardly reached patients
Design principles
Flexibility in using the dialogue tools
One-to-one sessions and group-based
For use in various situations
Linking different themes
Varying degree of difficulty
Simplicity in structure
Be simple to explain and understand
Have a clear purpose
Be concrete (and not abstract)
Be easily read
Appreciative approach
Be supportive and confirmative
Be trustworthy and trust building
Be humorous and hope building
Have focus on success and be motivating
Concrete expression
Secure that different learning styles are met
Enable visual, tactile, kinesthetic, auditive stimulation
Be practical and tangible
Focus on patients’ different preconditions
Younger as well as older patients
The common as well as the individual
Themes
Focal points for the dialogue tools
To set the scene (safe environment for participation)
Support to obtaining physical and mental well-being
Clarification of - and support to strengthening relations
Generation of knowledge
Promotion of motivation, support and ability to act
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Table 3: Challenges and recommended competence development for educators

Educator challenges in relation to hardly reached patients

Recommended focus for competence development of educators

The embracer
Risk of exhaustion
Difficulties with saying no and defining limits
Misjudged consideration
Tendency to take the “fixer role”
Different sets of values
Missing courage
Daring to cope with psychological problems and difficult subjects
The facilitator
Getting everyone onboard
Coping with crying
Appreciating own power
Balance between theory and practice
Too much focus on content rather than pedagogical methods
Balance between control and no control
Avoiding conflicts
Need for control
Takes challenges personal
The translater
Knowing and exploring each patient’s need for knowledge
Talking over the heads of people
Need to appear omniscient
The initiator
Ambitions on the patients’ behalf
Overly ambitious personally
Daring to let go of the belief that one knows what is best for the patient

Be conscious of their own role
Learn about group dynamics
Control the desire to be too all-embracing in their care

Learn facilitation techniques
Learn to bring up and handle difficult topics
Learn to direct proceedings and keep an overview

Learn to make medical knowledge meaningful for patients
Learn to provide medical detail in line with patients’ needs
Train in connecting patients’ challenges to medical and practical issues

Learn about motivation and change processes
Acquire tools for setting goals
Learn to involve group and individuals in finding solutions

of dialogue and participation and former developed
tools for patient education inspired development of
the new toolkit.”! The toolkit is presently undergoing
a feasibility study involving 76 educators in municipal
settings in Denmark. The 76 educators participated in a
competence development course lasting a day and a half,
which qualified them for participation in the feasibility
study. The course included presentation of and training
in use of selected dialogue tools and a story-dialogue
workshop for interactive learning from experiences among
course participants.!'”!

CoONCLUSION

Data collection for the feasibility study comprises
a web-based questionnaire for educators and seven
observations followed by interviews of a sample of
participating patients and educators. The results will
indicate if the intended function of the dialog tools was
achieved and if educators were able to integrate the tools
into education programs. The interviews will also reveal
more specific experiences of patients and educators with
the tools. Based on the results, the toolkit and guide will
be updated and offered for general use in Denmark.
Future research related to the toolkit should include a
larger effect study. In addition, establishing competence
development among educators is crucially important
to meeting the needs of hardly reached patients with
chronic disease.
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